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INTRODUCTION

The F2F Connection project is a collaborative effort in-
volving the School of Library and Information Studies
at Texas Woman’s University, Houston Academy of
Medicine-Texas Medical Center (HAM-TMC) Library,
and Family to Family Network (F2FN). The overarch-
ing goal of the project is to facilitate access to relevant
electronic health information resources for families
who have children with special needs. The objective
of the initial phase of the project is to conduct an as-
sessment of the community health information needs
of families who have children with chronic illnesses
and/or disabilities as well as of their care providers.

F2FN works with families, professionals, and
friends of children with disabilities and/or chronic ill-
nesses to create communities where all children belong
and excel. F2FN provides information and referral ser-

* Supported in part by National Library of Medicine contract no.
N01-LM-1-3515.

vices, educational programs, and direct support to this
community. In addition to local programming, F2FN
operates a training program, Connections, developed
for people who are committed to helping the families
of children with chronic illnesses and/or disabilities.
Connections teaches families about working with
school systems to further their children’s success. This
program represents a collaborative effort between
families and educators who share a common vision
that all children have value and must have successful
educational opportunities to accomplish their dreams.
The Connections curriculum has been widely adopted
throughout the state of Texas. The F2F Connection
project builds on existing successes mounted by F2FN
and capitalizes on an academic–community partner-
ship supported by Texas Woman’s University and the
HAM-TMC Library.

BACKGROUND

Advances in medical science and the provision of
health care, decreases in infant and childhood mortal-
ity, and the advent of public health programs have
yielded growing populations of children experiencing
disabilities and/or chronic disease states [1]. The di-
agnosis of an infant or child with a disability and/or
chronic illness has an impact on all family members
[2]. When one family member is diagnosed with a
health problem, all family members are affected and
the family unit as a whole is changed [3]. The diag-
nosis and management of a disability and/or chronic
illness in an infant or child brings with it health, eco-
nomic, psychological, and social implications [4]. Par-
ents of these infants and children seek coping mech-
anisms related to the meaning of the health problem
and to the increased responsibility they face in caring
for an infant or child with special needs. How well
parents understand the diagnosis, treatment options,
and support systems affects their ability to participate
in their child’s health care as well as their ability to
provide a ‘‘normal’’ childhood experience [5]. Facili-
tating access to relevant information can play a key
role in supporting parents of children with chronic ill-
nesses and/or disabilities along with their care pro-
viders.

METHODOLOGY

A series of focus groups was conducted to gain a bet-
ter understanding of the information needs of families
in Texas who have children with chronic illnesses and/
or disabilities. Focus groups were conducted until con-
tent saturation was reached (i.e., no unique informa-
tion was contributed by focus group participants). Six
focus groups were conducted: an initial one with
F2FN staff members and five subsequent ones with
parents of children with chronic illnesses and/or dis-
abilities who have availed themselves of F2FN servic-
es.

A total of thirty-three individuals participated in the
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focus group sessions, eight F2FN staff members and
twenty-five F2FN clients. Disabilities and/or chronic
illnesses reflected in the target population were rep-
resented by the F2FN staff members and parents who
comprised the focus group participants. Information
provided by focus group participants was anonymous
and treated as confidential.

Focus groups were led using a structured format
that followed a basic focus group guide (Appendix A).
Copies of the focus group guide were provided to par-
ticipants prior to the beginning of each focus group
and collected at the end of each session. Focus group
participants were encouraged to make notes on the
focus group guide if they did not feel they had the
opportunity to express themselves verbally. The guide
served two purposes. First, it served as a means to
focus discussion and provide general structure for the
sessions. Second, it provided an additional mechanism
for participants’ feedback. Each focus group lasted ap-
proximately one hour. All focus groups were audiota-
ped. Audio tapes were transcribed and reviewed for
accuracy. Transcriptions were then analyzed for
themes in each section of the focus group guide. As
themes were identified, they were recorded and sum-
marized in an Excel spreadsheet. Handwritten infor-
mation from focus group guides was incorporated into
data summaries. Themes were reviewed and verified
to provide a measure of dependability.

Data provided from the transcriptions and focus
group guides were used to develop a survey instru-
ment (Appendix B). The survey instrument was re-
viewed by F2FN staff members for content and struc-
ture and then revised accordingly. The survey, cover
letter, and return envelope were mailed to 849 indi-
viduals on an existing F2FN mailing list. One hundred
forty-three completed surveys were returned, for a re-
turn rate of 17%. Survey responses were anonymous
and confidential. Data from the returned surveys were
recorded in an Excel spreadsheet for analysis.

RESULTS

Of the 143 completed surveys, 104 were from parents
of children with chronic illnesses and/or disabilities,
26 were from professionals who worked with children
who had chronic illnesses and/or disabilities, and 13
were from parents of children with chronic illnesses
and/or disabilities who were also professionals who
worked with this population. Of the 117 parents (104
plus 13), 10 reported multiple children who had chron-
ic illnesses and/or disabilities.

The most common diagnosis reported by parents
and/or professionals was cerebral palsy (n 5 45), fol-
lowed by autism (n 5 39), mental retardation (n 5 23),
pervasive developmental disorder-not otherwise spec-
ified (n 5 21), and Down syndrome (n 5 15). In ad-
dition, parents indicated ninety-two children with
multiple diagnoses. Four children remained undiag-
nosed.

When asked how often parents and/or professionals
sought health-related information for their children or

clients, thirty-five indicated daily, fifty-four weekly,
thirty-five monthly, nine yearly, and one never. Nine
survey participants did not respond to this question.

When asked if the frequency with which parents
and/or professionals sought health-related informa-
tion for their children or clients had changed over time,
ninety-one responded yes and fifty no. Two survey
participants did not respond to this question. Narra-
tive associated with positive responses suggested that
an individual’s information seeking was greater at the
time of diagnosis or as it related to new therapies.

When asked what types of health-related or disabil-
ity-related issues parents and/or professionals had
questions about, survey participants were instructed to
select all that applied. The most common response was
education system/services (n 5 94), followed by sup-
port networks (n 5 91), medical information (n 5 89),
and disability-specific information (n 5 85).

When asked if their health-related or disability-re-
lated information needs had changed over time, 101
responded yes and 36 no. Six survey participants did
not respond to this question. Narrative associated with
positive responses suggested that information needs
changed relative to the trajectory of a chronic illness
and/or disability and with a child’s advancing age. For
example, a parent with a one year old just diagnosed
with Down syndrome would have different informa-
tion needs from a parent with a child diagnosed at
birth with cerebral palsy who was now entering pu-
berty.

When asked what types of information resources
parents and/or professionals used, survey participants
were instructed to select all that applied. The most
common response was Internet or Websites (n 5 118),
followed by newsletters (n 5 113), conferences or
meetings (n 5 111), books (100), and other parents (n
5 100).

When asked if the types of information resources
they used had changed over time, ninety-four respond-
ed yes and forty-three no. Six survey participants did
not respond to this question. Narrative associated with
positive responses suggested that the Internet and
Web have had an impact on information resource use.
Also, narrative responses suggested that individuals
sought general information early on and looked for
more detailed or specific information once they had a
generic understanding of a topic.

DISCUSSION

Based on data gathered from focus group participants
and survey respondents, parents of children with
chronic illnesses and/or disabilities have significant
information needs as do the professionals who work
with this population. However, not all information
needs are currently being met. While many focus
group participants and survey respondents were ex-
perienced Internet and Web users and the Internet and
Websites ranked highest among survey participants
regarding information resources, not all respondents
used the Internet or Web or felt that they were effective
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APPENDIX B
F2F Connection: survey instrument

Section A: General

1. Are you a:
Parent of a child/children with a chronic illness and/or disability? Please proceed to section B below.
Professional who works with or on behalf of children who have chronic illnesses and/or disabilities? Please

proceed to section C below.

Section B: Parents
2. What diagnosis does your child/children have? (If diagnosis unknown, please indicate ‘‘unknown.’’)
3. How old was your child/children at the time of diagnosis?
4. How old is your child/children today?
Please proceed to section D below.

Section C: Professionals
5. What profession are you in?
6. What diagnoses do you work with?
7. What age range are the children you work with or on behalf of?
Please proceed to section D below.

users of Internet and Web resources. As for desired
information resources, one common theme centered
around having access to information resources that re-
flect the trajectory of chronic illnesses and/or disabil-
ities as well as a child’s age. Another common theme
among parents was the desire for better referral re-
sources for health care providers.

Although the types of knowledge-based resources
desired by project participants do not exist to cover
every aspect of unfilled information needs, many cur-
rent information resources provide partial coverage or
coverage of various aspects of a particular issue, dis-
ability, or chronic illness. This knowledge deficit (i.e.,
lack of knowledge concerning the existence of or con-
tent contained in various information resources) pro-
vides an educational opportunity for health sciences
librarians to work with care providers and parents of
children who have disabilities and/or chronic illness-
es. This opportunity is even greater among those in-
dividuals who do not use the Internet or Web or feel
that they are not effective users of Internet and Web
resources.

Funding for the implementation phase of the project
is being used to provide health literacy programming
at the F2FN facility. The data gathered during the com-
munity health information needs assessment is being
used to guide development of this health literacy pro-
gram. Health sciences librarians are involved in the
implementation phase and will be instrumental in fa-
cilitating this educational opportunity for F2FN cli-
ents.
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APPENDIX A

F2F Connection: focus group guide

What types of information do you currently require
related to families with children who have chronic ill-
nesses and/or disabilities?

What types of information resources do you currently
use to locate the information you are looking for?

Are there information resources you would like to
have access to that you currently do not?

What outcomes from this project would you like to
see?
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Section D: General

8. How often do you look for health-related information?
Never Daily
Weekly Monthly
Yearly Other

9. Has the frequency with which you look for health-related information changed over time?
Yes No If yes, please explain:

10. What types of health-related or disability-related issues do you have questions about? (Please check all that
apply.)

Medical information Health care costs
Employment opportunities Community activities
Religious/spiritual information Legal information
Wellness information Alternative medicine
Health care access Treatment information
Health insurance Housing information
Death and dying Mental health
Child care Home health care
Support networks Medicaid
Education system/services Diagnosis
Medical conditions Clinical trials
Drug information Referral information
Day care Transportation
Assistive technology Financial aid
Advocacy information Social relationships
Adolescence Experimental studies
Medical terminology Peer groups
Physical therapy Occupational therapy
Respite care Financial planning
Sensory integration therapy Behavioral therapy
Information for siblings Speech therapy
Information for grandparents Misdiagnosis
Disability-specific information Other

11. Have your information needs changed over time?
Yes No If yes, please explain:

12. What types of information resources do you use? (please check all that apply)
Library PubMed
Email discussion list Internet/Websites
Newsletters Magazines
Conferences/meetings Television
Books Doctors
Radio Therapists
Nurses Other parents
Support groups (please list below) Social workers
Organizations/agencies (please list below) Vendors
Other

13. Have the types of information resources you use changed over time?
Yes No If yes, please explain:

14. Are there information resources you would like to have access to that you currently do not?

Thank you!


